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A PROPOSAL FOR LEGISLATION FOR AN EXTERNAL, UNBIASED ASSESSMENT OF THE STRUCTURE OF THE COLORADO SYSTEM FOR THE DELIVERY OF SUPPORT SERVICES TO INDIVIDUALS WITH DEVELOPMENTAL DISABILITIES, AS DEFINED IN ARTICLE 27.10.5 AND RELATED PROVISIONS OF THE COLORADO STATUTES.
Over the past 40+ years, Colorado has developed a unique system for providing services and supports to individuals with intellectual and developmental disabilities.  This system, including the Community Centered Boards (CCBs), is different from almost every other state in the country.  Developed by parents, advocates and the legislature to be a community-based system, there has never, to our knowledge, been a structural evaluation to determine the system’s efficiency and effectiveness. 
Recent audits and reports, noted below, have raised concerns regarding the current delivery system.  Yet all of these studies and audits have evaluated the system from an internal perspective.  The current structure was a “given” in the study, and the evaluation was done within the confines of the current system.  Because all existing evaluations have been performed within the status quo, an independent, comprehensive review is needed. 
An audit quality study would go a step beyond all previous studies to assess if the current system 
· is meeting the goals and objectives of the legislature and the people of Colorado, 

· is cost-effective and appropriate, and
· is meeting the needs of individuals with disabilities and their families. 

The system is characterized by the following major components:

1. CMS (Centers for Medicare and Medicaid Services) - A federal contracting and audit agency for the Medicaid financing provided to the state. Authority to approve waivers, set waiver requirements and assess the Medicaid Single State Agency's compliance with requirements.  A recent CMS audit has been an impetus for significant and major changes within the waiver delivery system of the state of Colorado.
2. HCPF (Health Care Policy and Financing) - The state-designated single Medicaid agency; ultimately responsible for the administration of Colorado's Medicaid program, including the developmental disabilities waiver program. CMS holds HCPF accountable for ensuring the waiver programs comply with all federal requirements.

3. DHS DDD (Department of Human Services Division of Developmental Disabilities) - Contracted to HCPF as the operating agency for developmental disabilities waivers.  The Division is directly responsible for ensuring that the CCBs develop and monitor service plans that meet the needs of each client and spend state and federal funds efficiently and appropriately. Basically, they are responsible for the fiscal oversight and guidance for the CCBs.
4. CCBs (Community Centered Boards) - Twenty-one separate regional Community Centered Boards, established in 1963, organized as non-profits 501C3's, and contracting with DDD and HCPF to provide five of the eleven HCBS (Home and Community Based Services) waiver services, and acting as a “single entry point” for these services.  Each CCB has its own 
· Board of Directors
· Executive Director 
· Financial Officer
· Human Services Department
· Training Department
· Articles of Incorporation
· By-Laws, etc.  
All CCBs provide Case Management. All but one provide direct services.  
There is no entity supervising the CCBs in regards to their operations, salaries, policies, etc., except for meeting contractual requirements of their contracts, and certain provisions of state law.  This lack of oversight exists despite the fact that all  funding for the CCBs is provided from state funds, matching Medicaid funds, special state funds, county mil levy funding for many, and a minor amount from grants and gifts. 
The CCBs also have two trade organizations funded from CCB funds which fund lobbyists to the state legislature.
5. Service Providers - CCBs, separate private profit or non-profit agencies or individuals who contract to provide direct services to individuals with developmental disabilities, and their families.

6. And, finally, clients receiving services.
The following diagram describes the current service delivery chain:

CMS > HCPF > DHS > DDD > CCB > Service Providers > Clients and families

Other major players in this complex picture include:

· The EBD waiver - Providing services to certain individuals with Developmental Disabilities who qualify for this waiver, utilizing a system different from the system described above in that services are directly from HCPF through different case management agencies providing a “single entry point,” bypassing the DHS > DDD > CCB portion of the system.

CMS > HCPF > CONTRACTED CASE MANAGEMENT AGENCY > Service Providers > Clients and families

· The State Medicaid Plan - Providing services to individuals with developmental disabilities that are not provided within the Medicaid waivers of the DDD system.

· A variety of other state and federally funded agencies providing services and support to individuals with developmental disabilities, including Vocational Rehabilitation, Independent Living Centers, the Colorado Developmental Disabilities Council, JFK Partners (The University Affiliated Program - Centers of Excellence), the Legal Center for Individuals with Disabilities and Older Persons, and others.

· County Departments of Social Services, which administer certain portions of eligibility for SSI (Supplemental Security Income) services.

This complex system is cumbersome and difficult to navigate for families and clients.
To our knowledge, there has never been an evaluation of the effectiveness of the system as a whole.  Almost all other states use a line > staff system (where everyone is a state employee, reporting to a supervisor) for the delivery of services.  
There have been a number of recent audits and evaluations of the inner-workings of this system, including:

· Parents of Adults with Disabilities - Colorado, 2007

· University of Southern Maine Study, 2008

· Parent's Document to the Interim Committee, 2007

· Colorado State Auditor's Report,  2009

· Myers and Stauffer study of the DDD System (yet to be released by the DDD, despite numerous requests.)
· Various Interim Committee Reports, 2007

· Parents of Adults with Disabilities Retaliation survey, 2007

· Center for Medicaid and Medicare Services - Extensive Audit of the Comprehensive waiver, 2007
There were additional CMS, Colorado State, and other reviews in 2006. 
These audits, studies and reports have highlighted critical areas in need of improvements within the current system.  However, all of the above audits have dealt with the system as it is, and did not ask the question, "Is the current structure appropriate and valid, and does it meet both the needs the needs of individuals with developmental disabilities and the needs of the state?"  It does not approach the issue of whether or not Colorado Statutes 27-10.5, related statutes and promulgated rules and regulations need total or major revision.
A legislative bill is proposed to evaluate the current Colorado system in regard to 27-10.5, and all related statutes and subsequently promulgated rules and regulations regarding services to individuals with developmental disabilities, and recommend appropriate changes in the delivery system.  We believe that the study should include the following characteristics:

1. The evaluation must be external and unbiased, contracted to a consulting/evaluation organization that has no previous ties to state evaluations and consulting and has no future possibility of gaining contracts with HCPF, DHS, DDD, etc.  All current and future conflict of interest must be avoided.

2. The evaluators need full access to all information available, including the minutes, bylaws, detailed financial records and other documents of the CCBs, the state of Colorado, service providers and related organizations.
3. Advisory committees, steering committees and the like should be organized and chosen by the organization contracted for the evaluation, and shall include representation from a broad spectrum of organizations and individuals including families of, and individuals with, developmental disabilities, advocacy organizations, CCB and  state and service agencies.
4. The evaluation should be responsible only to the legislature, with supervision and contracting provided through the Legislative Council, Legislative Audit Committee or a similar independent legislative organization, and the appropriate legislative committee(s).
The proposed study needs to answer the following broad questions:

1. How effective is the current system in meeting the needs of individuals with disabilities and does it meet the legislative intent of 27.10.5?  Are there other structural arrangements that could be more effective?
2. What are the efficiencies and inefficiencies of the current structure and system?  

3. Does the current structure and system need change and improvement, and, if so, what are those needed changes and improvements?  Does this require rewriting the current statutes providing for the services to individuals with developmental disabilities and their families?
4. How does Colorado’s delivery system compare in effectiveness and efficiency to three high performing states?

From a more specific organizational perspective, the following questions should be answered:

1. Is it appropriate having a system with multiple layers prior to services reaching a client?  
(CMS > HCPF > DHS > DDD > CCB > Service Providers > Clients and families) 

2. Is it appropriate to have two parallel systems (one through the DDD and CCB system, one through the HCPF and separate case management)?  
(CMS > HCPF > CONTRACTED CASE MANAGEMENT AGENCY > Service Providers > Clients and families) 
vs. 
(CMS > HCPF > DHS > DDD > CCB > Service Providers > Clients and families)

3. How efficient and effective are the different elements of the current system (HCPF, DHS, DDD, CCBs, contracted case management, service providers) as regards communication, serving clients and use of resources?

4. What is the transparency and fiscal accountability of the current system, at all levels? Are detailed financial records, minutes, bylaws and other records readily available?
Questions to be answered in regards to the twenty-one Community Centered Boards:

1. Are the board members selected with broad representation of the community served?
2. Are individuals with differing views encouraged to become board members?

3. Are board memberships term-limited and are the limits enforced, allowing new ideas and input?
4. Are Board members trained specifically in fiduciary responsibility?

5. Do Executive Directors have a job “for life” or does the Board honestly consider periodically replacing existing EDs as appropriate?
6. Are ED and other administrative salaries and benefits in line with national disability salaries in other states for positions of similar responsibility?

7. Are state laws regarding Board membership being followed?

8. How are CCBs held accountable for responding to the results of audits?
9. Should CCBs and their trade organizations (CCB Partners and The Alliance) use CCB funds for lobbying the legislature?

10. Are the CCBs an efficient and effective way for the delivery of case management and delivering services?

11. Does the current structure create an inherent conflict of interest when case management and service delivery is performed by the same organization?
12. Review of the practice of an internally conducted "consumer satisfaction survey." Consumers and families have reported a hesitation to respond honestly in fear of retaliation.
13. Do CCB programs align with the state plan? Do they prepare and publicize an annual report for all consumers to see?

14. Do the CCBs have an appeals process and, if so, is it explained with each denial? How often is it used and what is the final result with further options?
The consulting organization is charged with gaining information from all aspects of the system - HCPF, DHS, DDD, CCBs, other case management agencies, service providers, and, most importantly, direct confidential input from consumers, including individuals being served and their families, and those on wait lists.  Care must be taken to insure and publicly guarantee absolute confidentiality so that clients will not fear retaliation.

The consulting organization completing the study should be charged with recommending specific changes, and the rationale for those changes, including reorganization, and a rewriting of Colorado statutes, if deemed appropriate.

Funding for this study should be at a level insuring the appropriate depth of the study and the timely completion of the study.

The study should be completed within one year from the contract date.

A selective bidding process should be used, with the housing agency choosing among the top three bids that meet requirements as previously noted.

No editing of the report should be allowed by any state department, organization, CCB or other group, including advocacy groups.
This proposal is supported by:

Parent to Parent of Colorado

Colorado Cross Disabilities Coalition

Parents of Adults with Disabilities of Colorado

Petition for Change in Colorado Springs
These groups together represent thousands of individuals with disabilities and families of individuals with disabilities
Contact person:

Denver C. Fox, Ed.D.

Moderator, PAD-CO

padcoweb@aol.com; 303 773-3890
